Spinocerebellar Ataxia Australia Newsletter

Edition: Winter 2011 Edition 9
	Editorial / Welcome                                                                         Michelle Willems/Jane Tombs

Address : P O Box 115, Howlong, NSW 2643                                Website:  www.scars.org.au

                                                                                                        Email : janetombs@ozemail.com.au

Welcome to the latest edition of the SCAA Australia Newsletter.  This newsletter is FOR YOU so please give us feedback on what you would like – eg a fun social or to contribute a personal story or ideas for speakers or an Awareness Day Activity ?  Help us to help you and join our group online ?  Thank you and welcome to all our new invaluable members !
Michelle in Western Sydney is hoping to run a charity stall early next year so asks if anyone can help or with crafts/knits/donations for raffle please : contact please : lestat14@optus.net.au – can collect too 
Also do you know anyone famous who could be our patron please ? OR ARE YOU OR A FRIEND OR RELATIVE IN A LIONS OR ROTARY CLUB PLEASE ?  as they often have spare money for charities and the Prof and others are willing to speak.  Please contact janetombs@ozemail.com.au please ?

Have you and family fave recipes you can contribute to a fundraising book we hope to create ?  If so please email  : janetombs@ozemail.com.au

	New research projects funded by Ataxia UK

Evaluation of RNA trans-splicing therapy for spinocerebellar ataxia type 1 – A pilot study

Dr Jean-Marc Gallo (King’s College, London)

Ataxia UK awarded a grant to employ a researcher for 18 months to do this proof-of-principle study testing a novel therapeutic approach in spinocerebellar ataxia type 1 (SCA1).

Summary of the results

SCA1 is an inherited type of ataxia caused by the production of an abnormal form of the protein called ataxin-1 which is toxic to nerve cells. So reducing the levels of this toxic protein would hopefully lead to a beneficial

therapy. The aim of this project was to test the potential of a novel genetic modification technology to reduce the toxic protein present. The method is called spliceosome-mediated RNA trans-splicing (SMaRT) and acts by modifying the messenger RNA, which is the intermediate signal between genes and proteins. This modification then should result in a reduction in the ataxin-1 toxic protein.

The aim of this proof-of-principle project was to construct trans-splicing effector molecules and test their efficacy on modifying the messenger RNA. The research team have constructed such effector molecules and validated their efficacy in a model artificial system. The next step involves getting these effector molecules into cells.  This would be a prerequisite if this technique were to be developed into a therapy for patients. Harmless viruses are used in order to transfer the effector molecules into cells and the researchers have made such viruses containing the trans-splicing effector molecules. They then succeeded in demonstrating that the ataxin-1 gene from nerve cells derived from mice could be modified by trans-splicing using viral delivery of effector molecules. They have therefore proven the initial steps in their theory for this new genetic approach that may eventually lead to a treatment for SCA1.

The next stage will be to deliver trans-splicing molecules by direct injection into the cerebellum of mice whose

genome has been altered to mimic spinocerebellar ataxia type 1, and see whether this has a beneficial effect on the ataxic mice. This kind of gene therapy approach for the nervous system is still at an early stage, but is

showing promising results and could offer a realistic therapeutic possibility for rare diseases such as

spinocerebellar ataxias. The team are hoping to obtain funding to continue this work.

Exon skipping of CAG expansions as a potential genetic therapeutic approach for some inherited ataxias

Dr van Roon-Mom (Leiden University, Netherlands)

Ataxia UK has just awarded a grant for a project that will run for 18 months to researchers in the Netherlands.

This project aims to test a genetic therapeutic approach known as exon skipping in spinocerebellar ataxia (SCA) type 3, SCA7, SCA17 and DRPLA patient cells. These types of cerebellar ataxias are all caused by expansions of certain parts of their gene (known as CAG expansions) that lead to the production of toxic protein. The exon skipping technique would eliminate the part of the gene that produces the toxic protein, thus producing non-toxic normal protein. This technique has been shown by researchers in their department, in collaboration with a small biotech company Prosensa, to work in Duchenne Muscular Dystrophy (a neuromuscular condition). Following a successful proof of principle trial in 2007 the advanced phase I/II clinical trial in people with Duchenne Muscular dystrophy is also showing promising results and Prosensa have bought the license to develop this technique for Duchenne Muscular Dystrophy.

Ataxia UK’s Scientific Advisory Committee evaluated this proposal and were very positive about it and highly

recommended funding it; the potential link with a pharmaceutical company was also welcomed as it could provide a direct route for this approach to be translated into a therapy if successful.

Following discussions on collaborative funding initiatives at the annual meeting of euro-ATAXIA (the umbrella

organization of which Ataxia UK is a member) we are pleased to have established a new partnership with the

Dutch ataxia support group for dominantly inherited ataxias (ADCA-Vereniging Nederland) and they are

contributing to funding this project.

Dr Willeke van Roon-Mom says, “We are very excited that Ataxia UK has given us the opportunity to investigate the therapeutic potential of antisense oligonucleotides to treat inherited ataxias. This project will not only tell us whether these AONs are effective, but we will also learn more about the disease mechanisms that underlie the polyglutamine disorders. This project is a great collaboration between Ataxia UK and the Dutch ataxia support group, as well as the Netherlands Genomics Initiative, and we hope that this project will contribute to a better outcome for patients and their families.’”

	GOOD ARTICLE RECENTLY READ ON INTERNAF CHAT WEBSITE by a FA lady ( Friedreich’s Ataxia):

Exercise plays such an important role in your overall wellbeing. When my ataxia was at its worst I was put in a wheelchair by doctors to 'help' me from falling-(this decision came about because in a space of 4 weeks I was in hospital on 3 separate occasions getting stitches in my head from falls) 

Well after two months in the chair I could not even stand anymore, if I managed to stand up my legs would wobble and my back would be in extreme pain-I would quickly have to sit again. I also suffered digestive problems. I became so weak that it scared me into doing something-I was willing to try anything. I eventually found a site called www.walkingwithataxia.com The information on here greatly helped me to learn how to walk again. I started exercising as best i could which eventually led to me using a walking frame-where I could walk for 6 metres at best. With better mobility my exercise intensity increased and i now use a walking cane. I now train everyday and in the last 6 months go to a gym. All of this has not happened overnight-it has been over the last 5 years-I could have stayed in the wheelchair, overall it would have been much easier   

Its such a pity that many people with ataxia don’t follow some advice on this walkingwithataxia site-(I guess because its hard work), most prefer to sit around and wait for scientists to discover a cure, but by doing so one becomes so much worse mainly due to the lack of inactivity/exercise, NOT only due to their condition-(but most blame the condition-I guess its easier)-that’s what I initially did. 

Some will say it’s impossible for me to exercise because I’ve got ataxia. Unless you are a quadriplegic then there is no excuse not to be able to do some form of exercise-sure it will be very difficult at first, but I guess it depends how bad you want something and if you’re willing to go down the hard road. 

Sure one day there will be a cure, but if anyone thinks that when they take that magic pill they will jump out of their chair; well it won’t be that easy, it will be a lot of work regaining lost strength and muscle that has been caused by lack of exercise not the ataxia. So what I am saying is to exercise as best you can, no matter how little it is at first-you will be surprised at how you will be able to increase the exercise workload, especially when you start seeing positive results. 

At first I would 100% blame my ataxia for my increasing lack of mobility but at least 60% of the cause of my worsening state was due to lack of mobility/exercise. If you put a 'normal' person in a wheelchair for a lengthy period then this 'normal' person will have great difficulty in walking again-they would have to exercise-increasing intensity each day in order to retain their walking again.  

Anyway this has been my experience : Stacey White (FA) auntystac@gmail.com

	Green  http://saveenergy.vic.gov.au/energysaver.aspx
Go solar or gas for hot water
Heating hot water accounts for a large proportion of your energy bills. Installing a more efficient hot water system can save a lot of money, a lot of energy and many black balloons. Depending on the type of hot water system you’re replacing, you could be eligible for an Energy Saver Incentive by upgrading to a more efficient system.
Electric hot water at home?
· Add a solar retrofit kit to your existing electric hot water system 

· Replace it with a high-efficiency gas/LPG hot water system 

· Replace it with an electric-boosted solar hot water system 

· Replace it with a gas/LPG solar-boosted hot water system

Gas hot water at home?
· Add a solar pre-heater to your existing gas/LPG hot water system 

· Replace it with a solar-boosted hot water system

Government rebates for some of these products may also be available. Find out more on the
ResourceSmart website.  Upgrade to an energy-efficient hot water system fact sheet
List of eligible products including hot water systems on the Essential Services Commission website


	SCAMwatch is a website run by the Australian Competition and Consumer Commission (ACCC). The

website provides information to consumers and small businesses on how to recognise, avoid and report

scams.

Golden rules

· If it looks too good to be true—it probably is. 

· Use your common sense: the offer may be a scam. 

· ALWAYS get independent advice if an offer involves significant money, time or commitment. 

· Remember there are no get-rich-quick schemes: the only people who make money are the scammers. 

· Do not agree to offers or deals straight away: tell the person that you are not interested or that you want to get some independent advice before making a decision. 

· You can contact your local office of fair trading, ASIC or the ACCC for assistance. 

· NEVER send money or give credit card or online account details to anyone you do not know and trust. 

· Check your bank account and credit card statements when you get them. If you see a transaction you cannot explain, report it to your credit union or bank. 

· Keep your credit and ATM cards safe. Do not share your personal identity number with anyone. Do not keep any written copy of your PIN with the card.

Visit www.scamwatch.gov.au or call 1300 795 995 for more information.

	About You 

John Harnett has kindly written a book :  Spino-cerebellar degeneration/SCA – my story   which he has also agreed to let us serialise in this newsletter.  It may also be found on our website too :

CHAPTER 7  - some great tips and exercises here !
EXERCISES FOR FLEXIBILITY
It’s commonly known and recognized that regular exercise is beneficial to us all. It is especially beneficial to a person with Spino-cerebellar Ataxia/Degeneration who is likely to experience muscle weakness and the loss of coordination in their legs and arms, as well as the loss of flexibility in the joints. I also have had speech therapy and while I no longer go to sessions with a speech pathologist, I use the exercises I received every morning, I speak aloud and to a time limit so I know if my speech has deteriorated. For example each morning while I am doing my twenty minutes on the exercise bike I count to seventy and ensure I do so within a minute, I do this twice. This is difficult as I am usually out of breath from exercising. Taking deep breathes while performing each exercise is very important. When oxygen is inhaled it enters the bloodstream and flows throughout the body. The muscles are nourished through this inflow of oxygen. I also do volunteer work as an adult literacy tutor, and while it is not rocket science, it probably assists with my vocabulary and articulation. I am convinced that my exercising every morning is the main reason I remain still able to walk, and muscle strength has stopped me from falling a number of times. Principally, exercise improves my self esteem. I feel that I am helping to improve my mental health while reducing the risk of having serious medical problems such as heart disease, diabetes, high blood pressure and many other ailments. I exercise each morning while listening to the radio, which serves the dual purpose of keeping me informed and also stops the boredom of exercising for over an hour. Fatigue is one of several symptoms of ataxia. Exercise and rest energize my body. Because I feel tired every day mid afternoon, I often have a bit of a nap on the couch in front of the TV. 

FACIAL STRETCH
Objective : To stretch the muscles in your face and to stimulate the muscles in the tongue.

• Open your mouth as wide as possible 
• Move your jaw up and down, round and round
• Stick your tongue out as far as it will go
• Circle your tongue around your mouth 
• Stretch your eyes open as wide as you can
• Relax
• Repeat this exercise as often as you like
(This exercise can be done almost anywhere and from a seated position) 

HEAD TWIST
Objective : To relieve tension in your neck
• Twist your head to the right, looking over the right shoulder holding stretch for fifteen to twenty seconds
• Relax
• Repeat the same exercise on the left side and repeat the total exercise as often as you like

(This exercise can be done almost anywhere from a seated position)

OVER THE HEAD ARM STRETCH
Objective: A total body stretch 

• Sit erect or stand tall
• Pull stomach in for back support
• Slowly raise both arms high above head and pretend you can touch the ceiling
• Hold stretch for fifteen to twenty seconds
• Slowly lower both arms
• Relax
• Repeat exercise three times

BOTH ARMS ROTATIONS
Objective: To gain arm strength

• Sit or erect or stand 
• Pull stomach in for back support
• Stretch both arms out (shoulder height), and pretend you can touch the walls on either side of you
• Make small circles, then gradually increase the size of the circle with each rotation 
• Relax 
• Repeat exercise three times 

HAND AND WRIST FLEX
Objective: To exercise both hands and wrist 

• Hold both arms out, waist high
• Stretch fingers apart
• Close and open hands
• Flex wrist up and down
• Relax
• Repeat exercise as often as you like 

WAIST TWIST 
Objective: To exercise hips and back

• Lay down on floor (on back) - I do this on my bed
• Pull stomach in to support back 
• Stretch both arms out on either side of body
• Pull both knees up to stomach
• Roll from side to side
• Repeat exercise ten to fifteen times
• Relax

CALVES, ANKLES AND TOES FLEX 
Objective: To exercise the calves, ankles and toes

• Sit down
• Take shoes off 
• Sit erect 
• Pull stomach in to support lower back
• Pull both feet toward you, then point feet away from you
• Hold for ten to fifteen seconds
• Wiggle the toes; stretch toes apart; squeeze toes
• Flex ankles up and down
• Relax
• Repeat exercise three times

THIGH STRETCH
Objective : To stretch the Muscles the thigh muscles 

• Lie down on floor (or bed)
• Hold stomach in for lower back support 
• Roll over on left side 
• Bend right leg backward and grab ankle
• Press foot toward buttock
• Hold for fifteen to twenty seconds 
• Repeat exercise for left leg 
• Relax
• Repeat exercise three times

STOMACH TO KNEE CRUNCH
Objective : To help flatten stomach
• Lie on back
• Pull stomach in to support lower back
• Raise knees to stomach
• Grab knees with both hands and press knees to stomach 
• Hold stretch for fifteen to twenty seconds
• relax
• repeat exercise three times

LEG LIFTS 
Objective: To strengthen the leg muscles

• Lie face up on the floor (or bed)
• Roll to the right side 
• Take the outer leg (left) and slowly lift it as far as you can to the side 
• Slowly lower the leg (do not touch the floor) 
• Hold for ten to fifteen seconds
• Relax
• Repeat with right leg 
• Repeat exercise three times

DOG EXERCISE 
Objective : Improve balance 
• Get down on all fours like a dog 
• Raise one arm and hold for twenty seconds 
• Repeat with other arm 
• Stretch one leg out behind for twenty seconds
• Repeat other leg
• Stretch out right arm and left leg hold for twenty seconds
• Reverse and repeat

FOOT EXERCISES – (use a small Volleyball type ball - 6 inch)
Objective : To stretch and control the movements of your feet

• Sit with a ball under you foot and 
• Run the ball forward and backward (contacting all parts of your foot)
• Run the ball side to side (watch your knee and hold it if necessary)
• Circle the ball under your foot - change direction 
• Rest 
• Repeat other leg

BALL EXERCISES (on a larger exercise ball)
Objective : Improve balance – JANE RECOMMENDS USING A BALL FOR SITTING AT COMPUTER TOO !
• Sit on ball (I use it up against the lounge to stop it rolling) 
• Gently move side to side, back and forward 
• Side to side forward and back, circle
• Put arms on knees and then arms out to side 
• Transfer weight to right, shift left foot in and out 
• Transfer weight to left, shift right foot in and out
• Walk forward and back 
• Lift left foot off the ground and hold 
• Lift right foot off the ground and hold 

I know I have included a lot of exercises above, but I do not necessarily do them all everyday. They are exercises that have been given to me by Physiotherapists and Speech Therapists that I have seen. I have a dual action exercise bike (with arms that move) and every morning I do about 20 minutes on it and then about 40 minutes of other strengthening and stretching exercises each morning. My regular routine includes some I have listed plus sit ups, arm curls with a set of 6 kg dumbbells. A lot of the stretching and ball exercises are done in front of the television so I do not find them mind-numbing and I certainly notice the benefits. 

	Disclaimer : Information and articles contained in this newsletter are intended to provide useful information of a general nature for the reader but are not intended to be a substitute for legal or medical advice.  

We are not recommending legal or medical advice and readers must seek their own legal and medical advice as may be appropriate

Next Social :  12 pm Sunday 4 September 2011 WestBeach Bathers’ Pavilion, 330 Beaconsfield Parade, Cnr Pier Rd, West St Kilda 9593 8833 – some disabled parking or meter parking outside – apparently free for disabled.  2hrs free parking opposite = 4 hrs with disabled sticker.  Suggest drop people off and park nearby ?  Free wheelchair taxi booked from Spencer St Railway Station at 1100 am returning 4pm too – please advise if required.
http://www.scars.org.au/social.html

http://www.truelocal.com.au/business/west-beach-bathers-pavilion/st-kilda

DOG BEACH TOO – SO PLEASE BRING YOUR MUTT TOO FOR A RUN AROUND !

Next meeting:  AGM Sun 3 July 2011 230pm Alfred Hospital Neurological Conf Ctr, 4th floor Centre Lifts, Commercial Rd, Prahran Speaker to be announced  Date for mailing for next newsletter pls : 1 Sep 2011
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